Dear North Carolina Lawmakers,
These are the stories of some of your North Carolina constituents whose doctor-ordered treatment includes
medical nutrition. These constituents, and thousands of others, rely on medically necessary nutrition to survive
and are counting on you to co-sponsor the Medical Nutrition Equity Act.
Median annual cost for Medical Nutrition for North Carolina residents featured here: $12600
North Carolina has a state law governing medical nutrition, but it has the following exceptions*:
Private Insurance: No Coverage
Public Insurance: Limited by age, diagnosis, and to formula only

PATIENTS & PROVIDERS FOR MEDICAL NUTRITION EQUITY
https://nutritionequity.org

* State-by-state coverage based on data from the National Coordinating Center for Regional Genetics Networks’ 2016 report in cooperation with the Catalyst
Center, updated July 2017 and the National Organization for Rare Disorders (NORD) State Report Card 2018.

Melissa
Phenylketonuria (PKU)
Annual cost: $3,600

Having medical nutrition coverage would mean that I get to live my life without worrying. I’ve had to move to different
states in the past for school and work, and my first thought is always, “Will my formula be covered?”. Even though, both
formula and food are required to manage PKU, I don’t even get to think about having medical food coverage because the
chances of having formula coverage are often so low. Having this barrier to live my life is unrealistic. My husband and I are
looking towards our future for where we want to settle down and start having kids, and I don’t even get to consider living
close to my parents because they live in a state with zero medical formula coverage or state-mandated insurance coverage.
This means that I would have to pay a large monthly out-of-pocket expense for my formula in order to function.
I am fortunate now to be living in a state that provides my formula, but I was previously living in a state that only offered
partial insurance coverage through my employer. What I didn’t realize was that when I received my formula from a third
party supplier (not the direct manufacturer), the cost of my formula tripled and my out-of-pocket expense was the same as
if I were to purchase it directly from the manufacturer. I lived there for two years, moved one year ago and I’m still making
out-of-pocket payments, and will need to for the next few years. Due to the cost of medical food, I am rarely able to make
purchases. Throughout college I was able to buy medical food about every one to two years. Not having access to low
protein foods during college made school even more challenging because I had to work extra hard at managing my diet
with normal grocery items which basically means fruits and vegetables. Fortunately, I graduated and am now a Registered
Dietitian, but not having access to low protein food – the required treatment to manage PKU – made my college experience
more challenging and stressful than it needed to be. Even after graduating and starting my career, I still have difficulty
making regular low protein food purchases due to my student debt and medical formula debt.
Without medical nutrition coverage, I may not have the ability to effectively manage my diet. Any time I am in a stressful
situation, whether it be at work or a major life transition occurs such as moving or starting a new job, I find myself having
a harder time managing my diet. This puts me at risk for elevated phe levels which leads to irritability, severe eczema
break outs, and decreased executive functioning. This not only affects my personal life, but my career and ability to do my
job. In the next few years I plan on starting my family and having kids. Diet management is extremely important before,
during, and after pregnancy in order to ensure no complications and the health and safety of my future children. The only
way to effectively manage my PKU during pregnancy is through diet. Given the barriers to regularly purchase or access
low protein foods (and potentially formula if we move), puts myself and my future unborn child at risk for a complicated
pregnancy and cognitive and/or developmental problems. Having medical nutrition coverage would mean that I’m
guaranteed diet/PKU management, which means I’m guaranteed to be myself, have healthy children, and be a functioning
member of society. I currently receive state coverage for my medical formula. I make monthly orders through my clinic and
the state covers and provides my formula. I do not have any coverage for low protein medical food which is an important
component to managing my phe levels. I make out-of-pocket purchases for medical food. I am also still making out-ofpocket payments for medical formula I received while living in a different state that didn’t provide full coverage.

Audrina, Age 8
Phenylketonuria (PKU)
My daughter was diagnosed with PKU at one week old. The moment that doctor called us it changed our lives forever. The
metabolic disorder itself is such a challenge in learning and dealing with and then to have to worry about the funds to get
the food, formula and medical care she needs is another level of added stress. If my daughter were not on the formula and
food she would be mentally retarded. I can’t fathom how anyone thinks not providing the proper care, treatment and
medicine these patients need is even an “option”. Please help us change the world and these people’s lives. They deserve
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this!
The state currently covers formula. That could be on the chopping block at any point the state decides to cut those funds
and then I would no longer be able to afford the formula my daughter needs. The insurance does not cover ANY medical
food. I buy some medical low protein food for my daughter but would provide much more for her if I had the ability and
funds.

Gian, Age 2
Phenylketonuria (PKU)
Annual cost: $4,800
I am currently a foster mom to a 2 year old with PKU. We live in the state of NC where medical food is not covered. His
food is very expensive & without coverage, it is nearly impossible to buy. His mother will not be able to afford to buy this
food for him if he returns home. We need you help in this matter.

Lyndsee, Age 13
EOSINOPHILIC DISORDERS
Annual cost: $20,400

My daughter, Lyndsee, was diagnosed in January 2016 with a rare disease, eosinophilic esophagitis. Therefore, she has to
live on a prescription formula, Neocate Splash. This is what keeps her alive. She currently has no other safe foods. Her
formula costs $1,700 a month. As you can understand, I am very anxious about this as $1,700 a month is a huge amount of
money to pay out of pocket. She has been on NC Medicaid which is the only approved insurance in NC to cover her
formula, but we found out today her coverage will end on August 31, 2018. She will go on my insurance which is the NC
State Health Plan with BCBS since I work at Appalachian State University. They do not cover prescription formula.
I am standing up for my daughter and the other children in North Carolina that needs this formula for survival. Why
wouldn’t insurance cover a medical need? My daughter depends on this formula to live as she has no other available
nutrition. How can insurance deny my 13-year old a medically-necessary food that keeps her alive? She told us that she
was afraid to die if insurance decided not to cover her formula. A 13-year old should be enjoying life and not have to worry
how she will get her formula paid for each month!

Oliver, 10 months
Phenylketonuria (PKU)
Annual cost: $4,800

My son was a week old when we got the news that he has PKU. I had no clue what this was and didn’t realize just how
serious it was until it was explained to me as do most people. For months I was in denial. My son can’t eat protein?…How
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is that possible? How can he live? He’s never going to enjoy an ice cream cone on a hot day at the park, or order a burger
at a restaurant. I was confused and angry. But with the help of medical foods life has been easier. There are options for
him, but the cost is high. I now have 2 grocery bills every month. I can’t cut corners when money is tight and sometimes
they are very tight. Our Insurance does not cover any medical foods, nor does the state. I bought two boxes of low protein
noodles, bread crumbs, and Eggz (an egg alternative) and it was $60. Medical food coverage would be life changing for us
and so many who struggle with this extremely rare metabolic disorder.
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